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In the no7a after we finish
reading the m%an, we say
11NRP1 DR QP1IAY 1117 DR 1707 112°9 DX
aan. We are praising Hash-
em for fighting our fights
& taking revenge for us.
Note the tense is present.
He is still currently doing
this for us on a daily basis.

Yet in the %y o017 of noun, we

Say onmp1 NR NP1 A1T DR NIT 020
nx nav, the same thought
just in the past tense. Why
is the nou different for o
than by rmoun?

Continued on Pg 7

Teenagers

Parkinson’s disease
(PD) is a family af-
fair: everyone in your
family is affected. As
a parent of a young
child or teen, it is im-
portant to consider
how PD might affect
your children and
what can be done to
continue to live a full
family life with PD. A
parent’s illness can
present challenges
for a family, but it
can also provide op-
portunities for chil-
dren to grow in ways
they may never have

experienced without
the health issue. The
good news is that
children often adjust
well to a loved one’s
diagnosis of PD.
With support, they
not only adjust but
also thrive and can
become more self-
sufficient, confident
and independent.

As symptoms of PD
vary for each per-
son, so do the emo-
tions of each child.
Common emotions
include:

I ARtd Parkinson’s and Your Children/

Shame or self-
consciousness
about the unusual
presentation of PD,
especially as a re-
sult of reactions by
friends or strangers.

Anxiety about the
stress in the parent’s
marital relation-
ship caused by PD.
Children may sense
tension between
parents due to the
diagnosis and/or the
symptoms of PD.

Sadness, fear, an-
ger and grief regard-
ing the changes and
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losses of parent experiences or
limitations of future experiences.

Loneliness as the healthy
parent is more focused on and
spends more time with the
person with Parkinson’s.

Worry about their risk of
developing PD themselves;
worry that parents feel guilty
about the impact of PD on the
family, financial worry if fam-
ily income has changed due to
working less or disability pen-
sion; worry about the impact
of PD on their own future aspi-
rations and decisions.

Feeling overwhelmed by
caregiving responsibilities.

Frustration with activity re-
strictions including finding it
harder to socialize as they do
not want to bring friends home

or feel bad about going out.

Research into the impact of
PD on children is still new, but
most children report that they
have someone to talk to about
their feelings. We have also
learned that a child’s outlook
was strongly tied to that of
his/her parent—if a parent was
hopeful, often the child was

too.

Your instinct may be to hold
back sharing information
about PD as you fear it may
create worry for your children.
However, regardless of the age
of your children, consider tell-
ing them you have Parkinson’s.
Many children who have a par-
ent with PD said that they did
not have enough information
and that a better understand-
ing of PD would help them feel
more secure. Children often

imagine much worse things
than the truth. Explain Parkin-
son’s to them, as well as your
best understanding of what
might happen. Let children
know that PD is not fatal, that
they are not responsible for it
and it is not contagious. Re-
member to use age-appropri-
ate language. A better under-
standing of the condition can
actually lead to less distress
and allow them to feel more
secure.

This is especially important
with adolescents, who have
access to a lot of informa-
tion via the internet. This can
be constructive if what they
find helps them cope, but it
can be devastating if the in-
formation is misunderstood.
Consider asking your teen
what they know about PD and
where they found their infor-
mation. Ask if they plan to get
more information, and from
where. You might want to go
online together to sites that
you know are reliable, like Par-
kinson.org, rather than simply

a1}

googling “Parkinson’s.

Privacy for your child/teen
and for you. Your children
may not want to talk to you
about PD. This is okay, but it
is important that they have
someone to talk to, whether
it is another relative, friend,
parent of a friend, teacher,
coach, clergy or other person
in their lives. You may not
want your diagnosis or disease
process to be shared with the
entire community. To meet
your needs for privacy and
your child/teenager’s need
for support, discuss what
information he/she can share
and with whom.

Share with your children’s
school about changes in your
home if at all possible. The
staff at the school, along with
sports coaches or leaders of
other extracurricular activities,
can be your allies in watching
over your children’s emotional
health and looking out for
signs of distress. Sharing
accurate PD information with
the other adults in their lives
will help ensure that your
attitude and philosophies are

always communicated in a
similar way.

Establish family meet-
ings to create opportunities
to regularly address issues
and worries, along with
what is working well. You

may use one of the books
about Parkinson’s written for
children as a jumping off point
for the discussion. Below you’ll
find a list of a few of these
books for reference. As PD is a
progressive condition and will
change over time, new ques-
tions may come up and need
to be addressed. Plan a fun ac-



tivity following a “PD” talk.
Maintain family life, while
remaining flexible with the
changes that occur. Encourage
andreassure your kids to continue
their involvement in favorite
activities, interests and hobbies.
They should have fun and live
their “normal” lives as much
as possible. This is important for
their overall wellbeing.

Help your children find peer
support. They are not the only
ones with parents with PD. If you
are in a Young Onset PD support
group, ask other members if they
have children and if they might
want to arrange an activity where
children could meet or connect
anonymously online. You could
also ask members of your health
care team (neurologist, social
worker, nurse) to link your
children with others in a similar
situation.

Bring children to a neurology
appointment so they can learn
about PD. If they are interested,
you can talk more about research
into new treatments and with
specialists who are available to
help.

Empower children by helping
them organize a PD fundraiser
or raise PD awareness. It is
something they can do to help.
Demonstrate a positive atti-
tude. Children learn a lot about
coping from their parents. Model
healthy coping by sharing your
honest feelings appropriately as
well as using strategies to cope
like exercise and connecting with
friends. Instill hope by reminding
them that there are teams of
specialists and researchers
working on PD treatments and

symptom management.

Final Thoughts

It is vital for children to continue
to see their parent with PD as a
parent first and foremost, with the
same expectations & approaches
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If a parent was hopeful, often
the child was too.

to parenting, enforcing the same
discipline and boundaries. Stability
and consistency will create a sense
of security for children.

Children, like adults, may have to
grieve changes in their life and
ongoing losses. They should be
given permission to do so. Your
children might have to work
through their sadness before
they can adjust to a new reality.

You are the expert on your chil-
dren. If you sense that something
is wrong, you are probably right.
Keep in mind that childhood and
teenage years are times of social
and emotional development and
stressors, and remember their
distress may have nothing to do
with PD. Consider counseling to

meet their needs.

Parkinson’s Books
for Kids

The following books were writ-
ten to facilitate discussion with

children about Parkinson’s dis-
ease. The books offer age-ap-
propriate information about PD
and perspectives to help children
and teens better understand im-
portant issues in the PD world.
This is not a comprehensive list
of available titles, but it’s a great
place to start. All of the books
below are available on Amazon.
com and other online retailers.

I’ll Hold Your Hand, So You

Won’t Fall: A child’s Guide to Par-
kinson’s Disease by Rasheda Ali, with a
foreward by Muhammad Ali

Carina and Her Care Partner
Gramma by Kirk Hall

Carson and His Shaky Paws
Grampa by Kirk Hall

My GrandPa’s Shaky Hands by
Dr. Soania Mathur

Parkinson’s in the Park: For
Children of Parents with Par-
kinson’s by Jessica Christie

Shaky Hands: A Kid’s Guide to
Parkinson’s Disease by Dr. Soania
Mathur

The Tale of a Parkie Princess:
A Chronic lliness Described in a Fairy

Tale by Annie Konopka
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As DM™b approaches, let us
consider a lesson we are
taught along the miraculous
journey of this 21v omn.

When i1 legislates his origi-
nal intention to destroy the
Jewish people, he writes
something peculiar. He writes:
ot Do X Tanh amnd b
DIWwN Au  [pr TY wan
TR O™ He insisted on anni-
hilating everyone in one day!
What was the significance of
one day? Would it have been
much different if the destruc-
tion would have occurred over
two or three days?

The seforim explain that Ha-
man knew the secret of M2y,
the tremendous potency and
power of the wholesome en-
tity of bxwr 553, Aside from
the reality of the many indi-
vidual Mmnwa, there is some-
thing unique about the My
of bxwr 553 as a whole.

The NYAx tells us, that al-
though regarding the T1a9p
of an individual, if the owner

were to die, the 129p cannot
be brought in their name, for
a deceased person cannot at-
tain the b of a 127p, none-
theless, a M2¥ 127p that was
consecrated for the whole of
58wt 555, even if the whole
generation were to pass on,
the 129p may be brought, be-
cause: ftnn X5 M2 The en-
tity and reality of a M2y, the
wholesome group of HNawn
553, never passes on. The re-
ality of the ™ lives forever!

Haman knew of this secret.
Therefore, he desired to de-
stroy the entity of the nation
in one day, taking down DX
555 as a whole, as a complete
unit. He figured that in this
way he would not only be
erasing the individuals of the
Jewish people, but even the
T2, guaranteeing to erase
our existence forever, mbun
on. Haman failed, for this en-
tity called ™Y is made of
spiritual substance, the eternal
stuff that cannot be destroyed
through any physical force or
means.

While this lesson is always
paramount, and is indeed the
secret of our everlasting sur-
vival, however, it is even more
relevant now, in our troubled
times when the ugly hatred of
Wy and p'my once again rears
its noxious head. We must in-
tegrate this lesson deep into
our souls, connecting to the
infinite power of M2y, therein
finding life and vitality.

We here at the LifeSpark fam-
ily appreciate this concept
enormously. Aside from assist-
ing individuals and families, we
strive to create a sense of fam-
ily, of M. A place wherein
the individual can feel part of
something greater than them-
selves; a part of a whole, an
extension of the eternal life-
force of Hxwr Y53, plugging
in to the life generating qual-
ity of M2y, alive, always and
forever.

Ah Freilichen Purim,



By Debbie Shapiro

THE “P” WORD

A few thoughts on Parkinson & Purim

Let’s start at the very begin-
ning (a very good place to
start). Both Parkinson and
Purim begin with the letter
“P” and, incredibly enough,
in both words, “R” is the third
letter. Pretty (there we go
with that P-R again...) cool,
no? (and yes, | mean no.
Hmm...| am definitely getting
confused. Hey, that’s also part
of Purim).

Is there such a thing as an
English gematria?

On Purim, life becomes very
chaotic. Sometimes we be-
come a bit wobbly on our feet.
And lose our balance. And
look like we’re drunk. And we
might even shake. And even
feel that our life is spinning.
Just like in Parkinson.

On Purim, we try (or at least
some of us try, especially the
ezer k’negdo types) to be in
control. To make sure that we
get up early so that we can
hear the Megillah with plenty
of time to send out the shalach
manos to the right people at
the right time, and make sure
everything is organized for the
seuda, which we scheduled to
begin at 3:47 sharp! But then
everything becomes n’hafoch
hu. The Megillah reading starts
half an hour late, and the
Haman groggers are far from
groggy. The shalach manos
get all mixed up (you mean
you accidentally gave the
package with the expensive
champagne and set of crystal
dishes to the FILL IN THE
BLANK instead of the FILL
IN THE BLANK?) And as for

the seuda, well, by the time it
begins, almost two hours late,
everyone is either shikkur or
on a sugar high. And although
no one’s hungry for that
delicious brisket, everyone
still has room for that gooey
chocolate mousse (I really
shouldn’t, but | will).

With Parkinson, we think we
know what we’re doing, and
we try to stay in control. But
then life sends us another
curve ball, and everything
becomes n’hafoch hu. And
just like on Purim, when things
don’t go as we thought it
should, we take a deep breath
and remind ourselves, “This is
what Hashem wants. Nothing
is going as | planned, but I'm
not the Planner. And since He
planned it this way, I'll find
new ways to cope and even
discover the presents hidden
in the challenges (hey, with all
those leftovers, | don’t have to
cook until after Pesach!).”

After all, that’s what Purim
is all about - realizing that
Hashem is pulling all the
strings, that everything He
does, even when it appears
to be terrible, is really all part
of a Divine Plan, and for our
ultimate salvation. It’s about
accepting Hashem as our King,
and turning (and returning) to
Him. And then dancing and
singing, and truly rejoicing,
because we understand that
nothing in this world is as it
appears.

And that really is funny.

Debbie Shapiro is the founder of Tikvah for Par-
kinson, the Jerusalem Parkinson organization.
Email Debbie at debbie@tikvah4parkinson.org.
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PUZZLE TIME &

SPOT THE DIFFERENCES IN THESE TWO PURIM DRAWINGS

PAST OR PRESENT?

SORT MUEDR PR DOVER

The answer is, the o:
of naun was a o1,
an open miracle that
was blatant for all
to seel It was owwn 2
o>t A few -2or Yidden
destroyed the entire
Greek-Syrian army
consisting of hun-
dreds of thousands of
soldiers & elephants!
Such oo don’'t hap-
pen anymore until
the time of mwn, when
once again the great-
ness of Hashem will
be displayved rwpa
ez, Thus, we praise
Hashem in the past
tense.

But the oz of o was a
o1 of anon. It was veiled!
No one dreamed that
the demise of nen, the
appointment of -nex,
the parties of -noxy,
etc. were all a lead
up to the o1 of oo, ooo:
of this ‘hidden’ cat-
egory, happen every
day! uny o Saaw o1 !
It’s present! There-
fore, when we make
the mmaon oz and we
praise Hashem for the
o1 of o which was a
o1 =non, we include in
the na=a all the oa1that
Hashem is currently
doing for us, every
single day! Thus, we
use the present tense!

Ah Freilichen Purim!
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Stay Taned!
Look out for
upcoming information
about our

BROOKLYN WOMEN'S EVENT




